People with dementia have eloquently described their experiences with written language. Most professional discussions of Alzheimer's disease and related dementias mention losses in reading and writing skills, while simultaneously commenting that maintaining these activities is good exercise for the brain. In this chapter, we consider how people with dementia make use of reading and writing activities to enhance memory, satisfaction, self-esteem, and interpersonal communication. Then we review empirical findings and lived experiences concerning declines in reading and writing abilities during the progression of Alzheimer's disease and other related dementias. Strategies for coping with these losses are featured next. We conclude by emphasizing the learning, courage, and creativity involved in maintaining one's sense of self in dementia and the role of reading and writing in that process.
People with dementia have eloquently described their experiences with written language. Most professional discussions of Alzheimer's disease and related dementias mention losses in reading and writing skills, while simultaneously commenting that maintaining these activities is good exercise for the brain. In this chapter, we consider how people with dementia make use of reading and writing activities to enhance memory, satisfaction, self-esteem, and interpersonal communication. Then we review empirical findings and lived experiences concerning declines in reading and writing abilities during the progression of Alzheimer's disease and other related dementias. Strategies for coping with these losses are featured next. We conclude by emphasizing the learning, courage, and creativity involved in maintaining one's sense of self in dementia and the role of reading and writing in that process. We have taken our lead from writers with dementia by incorporating numerous quotations from their published memoirs. We have also cited published selections from a manuscript prepared by one individual who had been a writer (Bill, in Snyder, 1999) .
Benefits of reading and writing activities for the person with dementia
Written communication offers a number of benefits beyond oral communication to the person with dementia. Reading is used to gather information about the disease and about how others cope. Information-seeking can provide a sense of control over the threats posed by the disease.
As noted by Truscott earlier, reading is also a major leisure activity for learning, remembering, and enjoyment. Reading for leisure is especially valuable as other roles diminish.
I can still read silently very quickly -not quite so super abnormally fast as I used to, but still a lot faster than many other 'normal' people. So the world of books is still very accessible to me, a wealth of enjoyment to dip into and savour." (Boden 1998, p. 76).
Writing is a major compensation strategy for persons with dementia. Writing offers possibilities for remembering, sharing and safeguarding memories, and for making a contribution to one's family and society (Dienstag 2003; Weinstein and Sachs 2000) . One can compensate for loss of memory and recognition with lists, notebooks, diaries, calendars, and labels for items whose name and function are not always accessible. "Without a shopping list, it is pointless me venturing to the shop. Without my diary, I don't remember what day it is, what anyone is doing, where they are and so on. I don't seem to have space in my brain for that sense of 'Thursday-ness'. . . . or 'April-ness ' or '1998 ' or ' -ness' " (Boden 1998 .
Interpersonal communication with written language, including notes, letters, and email, allows for time (and help) to construct each response:
I have started to communicate with the outside world by e-mail . . . . Like many other people with early stage dementia, I have a network of friends in that worldwide community, and I keep in touch with a regular exchange of chatter, humor, coping hints, and encouragement . . . . The advantage of using text, as many of us agree, is that we can write as ideas come and keep coming back to re-edit until we are satisfied about the context and content of our messages. (Truscott 2003: 15) .
